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Mr. Chairman and members of the committee, BILL NO. S

Thank you for taking time for us to tell our story and be a part of this exciting democratic

process. We are Will and Charlie Cote. We are a young family in agriculture. We raise hay and
have a small cow/calf operation. Since the passing of my Dad, we run my family's ranch as

well. We also have a family business with my husband's family where we provide a crane service
in the Mission Valley.

We have a child on the autism spectrum. Our middle son, Decker was diagnosed at 2 years and
5 months and is currently 3 1/2. When this diagnosis was put in our laps we had a few

options. Some were attainable, some were not. Will and | could have forfeited a lifestyle that we
love and moved away, near a university that provided ABA therapy. That would have meant
raising our family in an environment that was foreign with no support of community or extended
family. We could not imagine separating Decker and his brother and sister from this Montana
lifestyle that we love. We could not imagine being us without our rural way of life that consists of
family, ranching, farming, hunting, fishing, rodeo...the list goes on and on. These things are what
make us Montanans and this is a legacy that we want to hand down to our children.

Considering these factors, our decision was made; if it was this community that we couldn’t leave
we were going to have to depend on this community to help us heal our son. We had an
overwhelming response from our town and were able to get our program underway. We are a
family that prides ourselves in hard work and self sufficiency. But in this circumstance we had to
put our pride aside and accept this hometown support as a "hand up" rather than a "hand

out". Because this money was given to us by local people with big hearts and not necessarily
deep pockets we felt even more compelled to work with dedication and diligence. We have hired
the services of Redwood Learning Center out of Sandy, Utah. With their direction, we run and
manage our own intensive therapy program out of our shop that we converted into a

classroom. We have employed our family, friends and neighbors as instructors. As parents we
teach, conduct meetings, over see our teachers, under take payroll responsibilities. Essentially
we run and operate our own institution of learning in order to provide our son the best future that
he can have. We are overseen by two outside entities, one being Redwood Learning Center and
the other, Child Development Center. We are now recognized at a state level and have been
praised for running the best ABA program in the state of Montana. Decker now spends 30-40
hours per week in the classroom. Also he spends approximately 8 hours a week at Early
Childhood Services. This program and the Confederated Salish and Kootenai Tribes have been
a great support to Decker.

Decker has made huge gains. He has begun a beautiful transformation. A year ago he was in
discontent 90% of his day. He would tantrum for hours on end, seventeen hours was the longest
he endured. Decker went 18 months without sleeping a night through. When he was sleepless
he was injuring himself by pulling his own hair out, biting through his own skin, choking and
gagging himself to vomit muitiple times in a matter of minutes. There were no more family
outings as it would turn his world upside down for days. He lost all speech and all eye

contact. He withdrew into this unpredictable world. These are not moments pulled from our
darkest days, this was everyday. Our family changed. We became a family with

autism. However, with God's grace, we are helping Decker return to us. After eight months of
ABA therapy he is overall a different child. He is sleeping the night through with no more sleep
medication. His eye contact is nearly normal. Rarely is he aggressive with himself or his
siblings. Our son no longer has trouble coping with outings or changes in routine. He has
regained a small amount of speech and other skills to get his needs met. Decker has acquired a
wealth of new play skills. He is at a mastery level in puzzles, shape sorters, matching, and many,
many more programs. He engages and interacts again. We are discovering Decker again. All of
the sacrifices have been worth it but there's a lot of work left to do.




As parents, Will and | have chosen a clear path for Decker. We felt obligated to only use
therapies that were evidence based and apply them intensely. Ultimately we know that autism is
an epidemic and it is on the rise. We understand what it is like to love someone with a

disability. We understand that this disability is a workaholic. We understand that autism does not
take a weekend or a holiday. We understand that there is no such thing as an evening at home
with your family without the disability. It does not wait outside the front door and it doesn't stay at
the office. It becomes part of the fabric that makes up our being. Willand | believe that this is
quite possibly the biggest challenge that we will face in our entire lives. However, there is no one
who works harder than our baby. He is like David, he is up against giants. We rely on Jesus, we
depend on each other and we have high hopes. Not only hope for Decker but for any other family
facing our same challenge. 1 think that positive change starts with advocates like you and 1. We
would embrace the chance to dig in and go to work right alongside you. | have enclosed some
informative studies that support the necessary therapies for these children, and some information
in regard to changes that other states have accomplished and what some others are working
toward.

In closing, we are definitely proponents of SB 234. We are in favor not only for the benefit of our
own son but every child that follows behind him. Unfortunately, there will be many. Letus as a
State embrace them and give them the treatment that they need and deserve.

Respectfully,

Will, Charlie, Carter, Decker and Timber Cote

Anna Borrows 253-7818
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Redwood Lcaming (Center

PO Box 902277; Sandy, T 84090-2277
(801)52%-0715 » Fax: (801) 523-0239

WWW.SC}I’CCJWOOCLCOI’H

February 3, 2009
To Whom It May Concern:

Autism is now the number one childhood developmental disability with 1 of every 150
children in the US being diagnosed (CDC, 2007). 26,670 children born in the US this year
will eventually be diagnosed with an autism spectrum disorder (CDC, 2007), making the
diagnoses more common than all types of pediatric cancer, AIDS, and diabetes combined.
According to the American Academy of Pediatrics (2007), 44% of primary care physicians
reported that at least ten of their patients have ASD.

While there is no known cause, laboratory test, or cure for autism,; there is hope! Autism is
treatable. The CDC reports “early identification and participation in intervention can improve
the long term outcome for children with an ASD” (2007). The Harvard School of Public
Health corroborates, writing “improving behavioral and educational therapies for autistic
children may not only lessen these costs but also improve quality of life” (Ganz, 2005).
Behavioral interventions are based upon decades of scientific investigation with individuals
affected by a wide range of behavioral and developmental disorders, including autism.
Specifically for children with autism, research demonstrates the efficacy of ABA in teaching
complex communication, social, play, and self-help skills, and in reducing disruptive
behaviors. Numerous long-term outcome studies document that 40-50% of children who
receive early intensive ABA treatment achieve:

vHigher educational placements

vIncreased IQ levels,

vPerform successfully in mainstream educational settings, and
vBecome indistinguishable from same-aged peers.

In working with numerous families in Montana, I have witnessed the personal and financial
sacrifices these families make every day to provide evidence-based treatments to fight autism.
By passing Brandon’s Bill (SB-234), Montana will not only update their health insurance
laws... you will give children diagnosed with autism, their families, and your communities a
bright future. At the same time Brandon’s Bill will save millions of dollars to care for these
same individuals over their lifetime tomorrow.

Sincerely,

Steven Michalski
Director
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Will & Charlie Cote

From: Edred Vizcarra [evizcarra@stlukehealthnet.org]
Sent: Tuesday, February 03, 2009 6:21 PM

To: coteranch@ronan.net

Subject: SB 234

Dear Charlie,

It is good to see Montana joining other states in the drive to require insurance coverage for autism and autism
spectrum disorders. With the incidence of autism and its spectrum of disorders now approaching 1 in 150 births
in the United States it seems imperative that resources be spent on early diagnosis so treatment resulting in
improved outcomes and decreased disability will save greater expenditure of resources for later care. It's good to
know that Decker is improving. Hopefully legislation like this will make the therapies he is participating in
available to more children in Montana.

Sincerely,

Ed Vizcarra, M.D.

This communication is confidential to St Luke Community Healthcare Network "L CHN" and is intended solely for the use of the
individual or organization to whom it is addressed. It may contain privileged or confidential information. 1f you have received this
message in error, please notify the originator immediately. If you are not the intended recipient, you should not use, copy, alter,
or disclose the contents of this message. All information or opinions expressed in this message and/or any attachments are those
of the author and are not necessarily those of SLCHN.

St Luke Community Healthcare Network accepts no responsibility for loss or damage arising from its use, including damage from a
virus..

2/3/2000




Page 1 of 1

Will & Charlie Cote

From: Eve Tolbert [etolbert@thhs.cskt.org]
Sent: Tuesday, February 03, 2009 2:41 PM
To: coteranch@ronan.net

Subject: letter

February 3, 2009

To: Senate Business Committee members
Re: Insurance coverage for autism patients

Dear Senate committee members,

I have had the pleasure of working in the field of communication disorders for over 20 years. During
this period, numerous individuals with autism have been my patients. At the start of my career, it was
uncommon to see a child with autism. During my first 8 years as a speech-language clinician I saw only
4-5 children with a definitive autism diagnosis. I currently have 3 children between the ages of 2-5 with
the diagnosis of autism on my caseload. I have two others who are older and considered to have
spectrum disorders. The prevalence of autism has dramatically increased. Early intervention is crucial to
the outcome of these children.

As a neurological disorder, it seems only logical that services for autism should be covered through all
private insurances, Medicaid and CHIPS programs. Labeling autism as an emotional disorder to avoid
coverage is just wrong. Spending money at the crucial learning periods in an autistic child’s life may
indeed save money for long term care programs in the future. Autism can be overcome through the
tireless efforts of parents, teachers, therapists, aides and community members. Please support this bill to

allow insurance coverage for intensive services in the autistic population.

M. Eve Tolbert
Speech-Language Pathologist
MT License #655

2/3/2009
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Will & Charlie Cote

From: Diane [tttorresranch@ronan.net]

Sent: Sunday, February 01, 2009 10:58 PM

To: charlie renee cote

Subject: Fw: Calling all people who love Decker Cote!!

Please read this to the committee members.

Dear committee members,

Please support Brandon’s bill. Our legislators must be made to understand the prevalence
of autism in our society, and the need for readily available treatment for these children.
Most families do not have the financial means to obtain necessary treatment. I believe
many are not even aware of the importance of early intervention nor do they realize the
optimistic prognosis for these children who receive treatment. With treatment readily

available and covered by insurance autistic children will be given the chance they deserve
to lead normal lives.

Shane and Carol Roberts
Ronan, Montana

2/3/2009




We write this letter as a concerned aunt and uncle of Will Cote and
his wife Charlie. We have never experienced Autism first hand till
our loving Decker entered our lives. He is all needing and also so
loved. There is one thing that he needs and that is professional
help that often depletes the family financially, as well as mentally.
Our insurance companies should recognize this ever growing
problem and step forward with a comprehensive plan to support
these families and their children. With cutbacks in every area of
healthcare this burden falls more and more on the individuals.

We need help! Autism is on the rise with no cure, no cause, and
only rising health costs.

It is truly a sad case when we have to say once again, “suffer the
children”. This is not only a Montana health issue but a national
one.

Please take this Senate Bill and move it forward and maybe
Montana will lead the nation in this cause.

Yours truly,

Constantine and Diane Plaissay
51283 Hillside Road

Charlo, MT 59824
Dicon4374@blackfoot.net




Early intervention is the most powerful tool
you have to help that child in your life!
The following are excellent resources
regarding autism.

*WEBSITES*

Autism Society of America
www.autism-society.org

Autism Research Institute
www.autism.com

Autism Speaks
www.autismspeaks.org

Redwood Learning Center
www.redwoodic.com

*BOOKS*

L.et Me Hear Your Voice
by Catherine Maurice

Facing Autism
by Lynn M. Hamilton

*LOCAL RESOURCES*

Child Development Center (Missoula)
www.childdevcenter.org 800-914-4779

Early Childhood Services (Ronan)
www.cskt.org/services/ecs 676-4509

The Cote Family (Ronan)
coteranch@ronan.net 676-0103




Tuesday, February 03, 2009
To the honorable committee,
I am a proponent of this bill.

This Bill not only makes sense, it is the right thing to do regardless of whether you are a Republican or
Democrat. Montana kids with special needs are not asking for special treatment, just equal treatment.

My son, a Montanan, Jake Janssen is now 14 years old and in school at Ronan Middle School. I cannot be
here today in person because he is going through some life changes that we as a society take for granted.
At this stage in his life, puberty is in full swing. Jake is now temporarily being taught by Ronan School
District at home because his tension level is very high. Based on his limited communication skills with
his teachers, his tension level has escalated beyond the normal 14 year old boy, and when you cannot get
your point across, the only way for him to communicate is with aggression. Oh, did I mention my future
Montana Grizzly football player is 6° foot, 215 pounds right now.

My wife has been forced to take off work for three months under the Federal Family Leave and Medical
Act and this has been granted just yesterday, this is unpaid family leave so our financial situation will
become harder.

Since my son was diagnosed with Autism on May 8, 1998 I estimate the different treatments, vitamins,
therapies, etc. that are not covered by normal health insurance has cost my family well over $50,000
dollars.

Insurance companies must pay a little now, or allot later.

For my son’s sake, and for those with Autism within the great state of Montana, I urge you to vote yes on
this common sense bill.

Respectfully,

Rich Janssen AKA JAKES DAD
45466 North Foothills Drive
Ronan, MT 59864




Jake Janssen at School in Ronan




Arizona Autism Insurance Coverage

Social and Fiscal Impacts of
SB1263, Steven’s Law

In Fulfillment of the Requirements of
AR.S. §20-181 & 182

Provided to Members of the
Senate Health Committee and Senate Appropriations Committee
February 6, 2008

Prepared and Offered by:

The Honorable Amanda Aguirre, Primary Sponsor
Arizona Autism Coalition
Arizona Autism Support
Asperger Parent Network of Arizona
Autism Society of America (ASA), Greater Phoenix Chapter
ASA-Pima County Chapter
Autism Speaks
Autism Support Access in Phoenix (HelpASAP)
Gretchen Jacobs, Parent
Key Healthcare Concepts, LLC
Northern Arizona ASA (NAZASA)
Raising Special Kids
Recovering Our Kids (ROK)
Southwest Autism Research and Resource Center (SARRC)
Supporting Autism Now through Education (SANE)
Char Ugol, Parent (Steven’s Mom)

Social Impact Report — SB1263; Steven’s Law




The Honorable Carolyn S. Allen
Chair, Senate Health Committee

The Honorable Robert (Bob) Burns
Chair, Senate Appropriations Committee

Arizona State Senate
1700 W. Washington St.
Phoenix, AZ 85007

February 6, 2008
Dear Chairmen:

As you know, Arizona SB#1263 requires private insurances companies to offer coverage for the
treatment of autism spectrum disorders.

As the proponents of this bill, the undersigned are pleased to submit the following report pursuant
to the requirements set forth in A.R.S. §20-181 and §20-182. The report addresses the specific
language SB1263, as required by A.R.S. §20-181(C).

We thank you and your colleagues in advance for your attention to this important matter that is
impacting so many families in Arizona today, and we urge you to align private insurance coverage
for autism spectrum disorders in Arizona with national trends, including the recommendations of
the American Academy of Pediatrics and laws and pending legislation in more than 20 states in

the US.

Please do not hesitate to contact us for further information or to answer any questions.

Best regards,

Dr. Jim Adams
ASA, Greater Phoenix Chapter

Peter Earhart-President
ASA-Pima County Chapter

Jessie Geroux
Arizona Autism Support/Parent

Lisa Glow
SARRC

Shelley Hendrix-Reynolds
Autism Speaks/Parent

Marlene Kenyon
HelpASAP

Jessica Lewis
Arizona Autism Coalition/Parent

Cc: Health and Appropriations Co. Members

Social Impact Report — SB1263; Steven’s Law

Cynthia Macluskey
ROK/Parent

Joyce Millard Hoie
Raising Special Kids/Parent

Reza Mohassessi
Key Healthcare Concepts, LLC

Char Ugol
Parent (Steven’s mom)

Jocelyn Van-Belle
NAZASA

Carolyn Warden
Asperger Parent Network of AZ/Parent

Katie Wride
SANE/Parent




BACKGROUND
Autism Spectrum Disorders

Autism spectrum disorders (ASD) refers to a complex, neurobiological
developmental disability that typically appears before the age of three, affecting
the functioning of the brain in areas of communication and social interaction, as
well as restrictive or repetitive behaviors. Although no cure is known for ASD,
according to the American Academy of Pediatrics (AAP), "early diagnosis
resulting in early, appropriate, and consistent intervention” is “associated with
improved long-term outcomes."

ASD includes three diagnoses as defined in the Diagnostic and Statistical
Manual (DSM [V) of the American Psychiatric Association:
1. Autism: Difficulty in the developmental areas of communication,
socialization and repetitive/restricted interests and behaviors.
2. Asperger’s Syndrome: Similar characteristics to autism but do not have a
significant delay in language.
3. Pervasive Developmental Disorder- Not Otherwise Specified (PDD-NOS):
This term is used when an individual displays developmental deficits but
does not meet diagnostic criteria for the other two ASD diagnoses.

ASD is now the number one childhood developmental disability with 1 of every
150 children in the US being diagnosed (CDC 2007). 26,670 children born in the
US this year will eventually be diagnosed with ASD (CDC, 2007), making the
diagnoses more common than all types of pediatric cancer, AIDS, and diabetes
combined. According to the American Academy of Pediatrics, 44% of primary
care physicians reported that at least ten of their patients have ASD. o

Males are four times more likely to be diagnosed than females; in contrast,
females are more likely to be severely impacted by autism when a diagnosis
exists. Females are also more likely than males to have a co-diagnosis of mental
retardation (58.2% and 41.8%, respectively [CDC, 2007]). Younger siblings of
children diagnosed with an ASD are 20 times more likely to be diagnosed,
resulting in families with up to five children known to be on the autism spectrum
in the US. A recent study" highlights the fact that relative to children without
autism, children with autism are much more likely to have poor health, to require
medically necessary care for behavioral problems, and to be using medications.

The following charts illustrate ASD’s position among pervasive developmental
disorders as defined by the DSM-IV, and the frequency with which each ASD
diagnosis is made relative to the others.

Social Impact Report — SB1263; Steven’s Law




DSM-IV Criteria. ASDs would be covered under the proposed legislation in AZ.

Pervasive Developmental Disorders

Pervasive |
Developmental
Disorders (PDD)

Childhood L
~ Disintegrative Retts Syndrome .
- Disorder (CDD) A

Social Impact Report — SB1263; Steven’s Law




Pervasive Developmental Disorders: Diagnostic Distribution

% of PDD Diagnoses Identified by Chakbarti & Fombonne, 2005

1%

B Autistic Disorder B PDD-NOS OAsperger's Syndrome OcobD

In this study, no individuals with Rett's Disorder were identified, suggesting a prevalence rate of < 1:10,000.

Social Impact Report — SB1263; Steven’s Law




Societal Impact of ASD

ASD results in annual societal costs of $35 billion per year, or over $60,000 per
person per year, for services, education and other publicly funded supports.
(Ganz, 2006) Over the lifespan, the average societal cost of caring for one
person with autism is $3.2 million. (Harvard School of Public Health, 2006)

Comprehensive intervention programs for young children, including behavioral
therapies, may cost up to $100,000 per year."

Autism first became a special education classification under the Individuals with
Disabilities Education Act (IDEA) in 1991. Between 1991 and 1999, the number
of persons receiving special education services for autism increased 500%
(CDC, 2007). In 2005, approximately 224,000 children were served under the
autism classification in US schools. In Arizona, the average cost of public
education per student for children age 3+ in FY2005 was $12,779 (autism
resource) and $18,822 (self-contained classroom). (ADE 2006) In contrast, the
cost of a typical child’s education was $5,000. (Senate Education Committee,
2006)

Over 67% of individuals with disabilities nationally are not employed (Cornell,
2005). Many, who are employed, tend to be underemployed in dead end or entry
level positions. For the population with autism, the number of individuals
unemployed has been estimated to be as high as 90% (New Jersey Autism
Society). Without effective intervention, that means that of the 560,000 children
currently living with autism, 504,000 may be unemployed in adulthood.

Treatment for ASD

Early Intervention

The CDC reports that “early identification and participation in intervention can
improve the long term outcome for children with an ASD” (2007). The Harvard
School of Public Health corroborates, writing that “improving behavioral and
educational therapies for autistic children may not only lessen these costs but
also improve quality of life” (Ganz, 2005).

Despite the research supporting early intervention, the 2007 CDC study suggests
a significant nationwide lag between the first sign of developmental delay and the
receipt of an autism diagnosis and subsequent interventions, which may
compromise children’s potential progress, and increase their likelihood to require
publicly funded supports over the lifetime. If such barriers can be eliminated,
however, a child’s prognosis improves dramatically. In many cases, by a certain
age, children with an ASD diagnosis no longer require treatment, thereby
reducing or eliminating associated costs to society.
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Effective Therapeutic Interventions for ASD

While treatment plans for individuals with ASD are tailored to each person'’s
unique needs according to the severity of their deficits and any co-occurring
diagnoses, persons with autism typically require a combination of medical,
psychological/psychiatric, physical (PT), occupational (OT), behavioral, and
speech therapies. Individuals with ASDs should be engaged in functional and
appropriate activities as much as possible. In 2001, the National Research
Council Report recommended a minimum of 25 hours per week and the
American Academy of Pediatrics recommends 20 hours or more of active
engagement in evidence-based interventions. Behavioral therapy typically
comprises the largest proportion of therapeutic hours, with children receiving
between 10-35 hours per week in most cases. Other therapies, such as speech,
PT, and OT, are generally required for 1-2 hours per week per child.

Michael L. Ganz's study of the societal costs of autism supports the fact that ASD
treatment costs decline over time.” According to Ganz, direct medical costs
reach their maximum during the first five years of life. As the child ages, direct
medical costs begin to decline substantially and continue to decline through the
end of life. Ganz goes on to report, “The farge direct medical costs early in life
are driven primarily by behavioral therapies (see next section) that cost [an
average of] $32,000 during the first 5-year age group and decline from about
$4,000 in the 8-to 12-year age group to around $1,250 for the 18- to 22-year age
group.” (Ganz, supra note 27)

Decline in Behavioral Therapy Treatment Cost For ASDs
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Behavioral Therapy

Behavioral therapies for ASD are derived from behavioral science, which is the
examination of human and animal behavior using the principles of science,
including observation, reproduction, testing, objectivity, etc. Behavioral therapy
is also commonly known as, or otherwise includes, Lovaas therapy, early
intensive behavioral intervention, applied behavior analysis (ABA), pivotal
response treatment, or other similar terms.

ABA is the application of behavioral science in order to improve socially
important behaviors and teach new skills. ABA-based procedures apply
behavioral principles of learning to increase or decrease a particular behavior,
improve the quality of a behavior, stop an old behavior, or teach a new behavior.

Effective ABA-based programs include intervention that is:

1. Implemented early (ideally, before school age)

2. Intensive with respect to the number of hours children are actively engaged
3. Provided in natural environments (i.e. home, school, community)

4. Actively involving of families.

Evidence Supporting Behavioral Therapy’s Effectiveness with ASDs

ABA-based behavioral interventions are based upon decades of scientific
investigation with individuals affected by a wide range of behavioral and
developmental disorders, including autism. Specifically for children with autism,
research demonstrates the efficacy of ABA in teaching complex communication,
social, play, and self-help skills, and in reducing disruptive behaviors. The
seminal article on this type of intervention was published by Ivar Lovaas at UCLA
in 1987. This controlled, long-term study found that 47% of children with autism
achieved normal intellectual educational functioning after treatment intensive
behavioral treatment, compared to only 2% in the control group.

Since the Lovaas article was published, 20 years of research and over 500
studies continues to support the effectiveness of behavioral therapy for autism.

Lovaas’s landmark 1987 study was followed in 1993 by another study of these
same 38 subjects. The objective of John J. McEachin’s study was to discover
the long-term effects of Lovaas’s early intensive behavioral treatment and to find
out if the results of the experimental group were preserved over time. ¥ In terms
of intellectual functioning, the study found that “the experimental group at follow-
up had a significantly higher mean IQ than did the control group... indicating that
the experimental group had maintained its gains in intellectual functioning
between age 7 and the time of the current evaluation... [and] ... the experimental
group showed more adaptive behaviors and fewer maladaptive behaviors than
did the control group.” (McEachin, supra note 10)
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In another study, more than 50% of children with autism who participated in
comprehensive treatment programs using ABA were successfully integrated into
typical classrooms, with many requiring little ongoing treatment. (Harris and
Handleman, 1994)

Only four behavioral interventions are scientifically validated for the treatment of
ASD, and all of these are derived from the principles of ABA, according to
Simpson (2005). Scientifically validated ABA-based interventions for autism
include:

1. Applied Behavior Analysis (ABA)

2. Discrete Trial Teaching (DTT)

3. Pivotal Response Treatment (PRT), and

4. Learning Experiences: An Alternative Program for Preschoolers & Parents
(LEAP).

SB1263 Provisions
As introduced, SB1263 or “Steven’s Law,” stipulates that:

» Private insurers in Arizona must provide coverage for the diagnosis of
ASD made by a:

o Licensed psychologist
o Medical doctor (MD), or
o Doctor of osteopathy (DO).

e Treatment of ASD that is prescribed by the insured’s treating medical
physician is covered, including:

o Behavioral, speech, OT, and PT therapies

o Psychological and psychiatric care, through age 18

o Behavioral therapy is subject to an annual cap of $50,000, but is
not subject to a limit on the number of annual visits.

o Self-insured employers are exempt from the bill’s requirements pursuant
to federal regulations, as are employers of less than 50 people and
AHCCCS Health Plans.

¢ The bill as introduced would become effective on July 1, 2009, or state
fiscal year 2010.
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THE SOCIAL IMPACT

The following sections set forth the information required pursuant to A.R.S. §20-
182 [1a-1g].

§20-182(A[1a])
The extent to which the treatment or service is generally utilized by a significant
portion of the population.

A diagnosis of ASD is made approximately one time among every 150 children
born today. This equates to 0.67% of births. In Arizona, AHCCCS reported
serving a total of 5,090 individuals with a diagnosis of autism in November 2007.

This figure does NOT include individuals diagnosed with Asperger's Syndrome or
PDD-NOS, which are not covered diagnoses under AHCCCS.

§20-182(A[1b]
The extent to which the insurance coverage is already generally available.

The Department of Economic Security (DES) Division of Developmental
Disabilities (DDD) provides some services for autism, one of the three autism
spectrum disorders. However, neither DDD nor the private sector offer coverage
for Asperger’s Syndrome or PDD-NOS. (See A.R.S. §36-551[18al])

Arizona law does not require any private insurance coverage for the treatment of
ASDs, and therefore, currently, an estimated 98-99% of the cost of medically
necessary treatment for the diagnosis of autism is borne in out-of pocket costs to
families and in the public sector.

Private insurance claims for speech, OT, and PT are generally denied when
associated with a diagnosis of ASD. In some cases, a developmentally delayed
child may be covered for certain therapies such as speech, but once actually
diagnosed with ASD, is denied private reimbursement for the same therapies
since insurers are not required to cover treatments once they are associated with
an ASD diagnosis. Most insurance companies designate autism as a diagnostic
exclusion, “meaning that any services rendered explicitly for the treatment of
autism are not covered by the plan, even if those services would be covered if
used to treat a different condition.”™"

Certain autism treatment providers, such as SARRC, collect less than 1-2% of
their revenue from insurance reimbursements for speech and occupational
therapies.

Insurance reimbursement for behavioral therapy does not exist at all in Arizona
currently; 0% of SARRC's insurance reimbursements have been collected for
behavioral intervention. Private insurance companies’ clinical policies related to
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the diagnosis, assessment, and treatment of ASD generally list behavioral
therapy among treatments not covered due to being “experimental or
investigational.”™" This is despite over 20 years of scientifically validated
research and hundreds of studies demonstrating the effectiveness of behavioral
therapy for the treatment of ASD.

Under its federal 1115 Waiver, the Arizona Health Care Cost Containment
System (AHCCCS), Arizona’s Medicaid agency, contracts with DES for the
provision of certain services to the developmentally disabled population in
Arizona. DES acts as the “payor of iast resort” (A.R.S. §36-2946[A]) for all age
groups; when private insurance is available, it must be billed before DES.

e Ages Birth-Three: In 2006, the State of Arizona, through DES paid an
average of $5,927.40 in 2006 per child for early intervention for children
with autism age 0-3 through the Arizona Early Intervention Program
(AzEIP). However, this figure does not capture the true cost of services
for multiple reasons, including:

o Many children with ASD are not diagnosed and receiving services prior
to age three.

o There is a shortage of providers in AZ, and some therapies are not
available without long waiting lists, especially in rural areas.

o Based on individual needs, not all children receive the same number of
therapy hours, and criteria used to determine a child’s treatment plan
are subjective.

e Ages Three-Adult: AHCCCS/Arizona Long Term Care System (ALTCS)
contracts with DES/DDD for services for children ages 3+, including OT,
PT, speech, music, and habilitation therapies. In November 2007,
AHCCCS reported annual expenditures of approximately $44.5M (total
funds) related to services for approximately 5,090 individuals with autism
($8,700/person).

Both of these figures are significantly lower than what is known to be the typical
cost of treatment and support needed for ASD in order to ensure school-
readiness and independent living (see data in other related sections).

Rates paid to autism service providers through DDD (Medicaid) are generally
inadequate, failing to cover the true cost of high-quality intervention, and making
it difficult for providers to stay in business, particularly when compared to the
private sector. In Table 1 below, the highlighted row indicates the service most
highly utilized and arguably, needed, by children with ASD, and yet is paid at the
lowest rate. These rates are intended to cover the cost of the therapist, and all
related business expenses, including oversight, mileage, training, overhead, and
employee benefits.
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Table 1: DDD Reimbursement Rates as of 12/2007

DDD Service Hourh Ra.t °
Low High |
Behavioral] Habilitation 20.53 N/A
Assessment & Supervision-Hab Bach/Masters 40.00 60.00
Speech Therapy ~— Clinic* 62.80| 86.28
Speech Therapy — Natural Setting* 7794 | 116.91
Occupational Therapy* 62.80 | 86.28
Physical Therapy* 62.80 86.28

* Tiered by zip code

Beyond the publicly funded coverage for autism under DDD, there are few
examples of private insurance coverage in Arizona or the US under federal and
self-insured plans.

The federal government, through military health insurance or TriCare, offers
coverage for behavioral therapy for autism. Additionally, two major self-insured
employers, Home Depot and Microsoft, offer benefits to employees that have a
child(ren) with ASD. Home Depot covers the full range of treatment for childhood
autism, including behavioral, speech, occupational, and physical therapies.
Similarly, Microsoft pays 80% of the cost of ABA-based therapies, including costs
related to both the program manager and therapist involved in the treatment.

§20-182(A[1c])
If coverage is not generally available, the extent to which the lack of coverage
results in persons avoiding necessary health care treatments.

Given the importance of early intervention, children should be screened and
diagnosed at the earliest possible age. However, the CDC found that the age in
initial diagnosis ranges from 17 to 106 months, despite the fact that most children
display the characteristics of autism by 36 months (2007). Later diagnosis may
be symptomatic of socio-economic stratification, such as evidenced in a study in
Pennsylvania, in which “being white was associated with receiving a first
diagnosis at an earlier age” (2007). Further, the CDC writes, “socio-demographic
factors might influence both who gets evaluated for developmental concerns and
how those concerns and behaviors are documented” (2007).

Because Arizona Iéw does not require insurance coverage for ASD treatment,
many families pay the balance between the true cost and state coverage out of
pocket, and families that do not have adequate resources may go without crucial
interventions, and/or languish on waiting lists for state funded services, losing
precious months of early intervention.
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§20-182(A[1d])
If the coverage is not generally available, the extent to which the lack of coverage
results in unreasonable financial hardship to a patient.

Generally, a child with a disability is more likely to be poor. According to Fujiura
& Yamaki (2000) 28% of children with disabilities are living below the Federal
Poverty Limit (FPL), compared to 16% of children without disabilities. Poverty is
in turn associated with other negative outcomes.

There are many reasons that a child with a disability such as ASD is more likely
to be living in a poor household. For example, a child’s financial well-bring is
directly related to parental employment (Lichter & Eggenbeen, 1994), and
parents of a child with ASD may have difficulty maintaining employment because
some government services require a parent to be present, making work difficult.

Additionally, out-of-pocket spending is known to be 2-3 times higher for parents
of children with disabilities (Newachek & McManus, 1988), due to costs related to
therapeutic interventions, health care and medication, adaptive equipment, and
educational services, none of which are required benefits in Arizona under
private insurance.

More specifically, families of children and adults with a member diagnosed with
Asperger’s Syndrome or PDD-NOS are entirely responsible for the cost of
treatment in Arizona; there are no public or private payors for these two ASD
diagnoses.

For families of children with a diagnosis of autism, although some coverage is
available through DDD in Arizona, many children do not obtain adequate or
timely treatment, and many receive nothing due to problems with the tool and
criteria used to determine eligibility.™ Consequently, families are faced with the
choice to privately supplement their child’s treatment, or in many cases, go
without the necessary interventions. Many families have refinanced or lost their
homes in order to ensure that their child receives adequate interventions. Many
others declare bankruptcy to seek some level of financial protection. Families
that are in a position to pay privately generally do so at exorbitant costs to their
family’s financial security. For families with high health care costs, such as
families in which a member has ASD, a 2003 study found that 46% were
contacted by a collection agency and 35% took “drastic measures” such as re-
financing their homes or piling up credit card debt to pay medical bills.”

The process of actually obtaining a diagnosis of autism, which is required by the
State in order to become eligible for DDD services, can be time consuming and
expensive. DDD requires that the diagnosis be made by a child psychiatrist or
child psychologist (and upon review, a developmental pediatrician). Arizona has
approximately ten of these specialists in the State, some of whom do not accept
private insurance or Medicaid. Once eligible, many families are not able to
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identify providers that can treat their child through DDD’s list of contractors, and
are forced to wait months or years for services.

Private pay rates for generally utilizes ASD services are as follows:

 Diagnostic (specialist) visit: One-time cost, may exceed $500

e Private pay behavioral therapy programs: Up to $100,000/year

e One hour of speech, physical or occupational therapy: $100-180/hour;
usually 1-2 visits/week

§20-182(A[1e])
The level of public demand for the treatment or service.

Behavioral Therapy

o American Academy of Pediatrics: “There is a growing consensus that the
important principles and components of effective early childhood
intervention for children with ASDs include...intensive intervention...at
least 25 hours per week, 12 months per year... Three studies that
compared intensive ABA programs (25-40 hours/week) to equally
intensive eclectic approaches have suggested that ABA programs were
significantly more effective. In the same report, the AAP goes on to write
that the “effectiveness of ABA —based intervention in ASDs has been well
documented through 5 decades of research....”™

o U.S. Surgeon General’s Report on Mental Health (2001): “Among the
many methods available for treatment and education of people with
autism, applied behavior analysis (ABA) has become widely accepted as
an effective treatment. Thirty years of research demonstrated the efficacy
of applied behavioral methods in reducing inappropriate behavior and in
increasing communication, learning, and appropriate social behavior.” ™"

o New York State Department of Health: Assessed interventions for
children with autism, and recommended that “behavioral interventions for
reducing maladaptive behaviors be used for young children with autism
when such behaviors interfere with the child's learning or socialization or
present a hazard to the child or others.” *"

o Maine Administrators of Services for Children with Disabilities: Notes in
their report that “There is a wealth of validated and peer-reviewed studies
supporting the efficacy of ABA methods to improve and sustain socially
significant behaviors in every domain, in individuals with autism.
Importantly, results reported include ‘meaningful’ outcomes such as
increased social skills, communication skills academic performance, and
overall cognitive functioning. These reflect clinically-significant quality of
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life improvements. While studies varied as to the magnitude of gains, all
have demonstrated long term retention of gains made.” ™

o National Institute of Mental Health (NIMH): “The basic research done by
Ivar Lovaas and his colleagues at the University of California, Los
Angeles, calling for an intensive, one-on-one child-teacher interaction for
40 hours a week, laid a foundation for other educators and researchers in
the search for further effective early interventions to help those with ASD
attain their potential. The goal of behavioral management is to reinforce
desirable behaviors and reduce undesirable ones.” ™

o The National Institute of Child Health and Human Development: Lists
Applied Behavior Analysis among the recommended treatment methods
for Autism Spectrum Disorders. *"

o National Research Council (NRC [2001]): Report on Educating Children
with Autism acknowledged, “There is now a large body of empirical
support for more contemporary behavioral approaches using naturalistic
teaching methods that demonstrate efficacy for teaching not only speech
and language, but also communication.” **"

o Association for Science in Autism Treatment: Recommends ABA-based
therapies, stating, “ABA is an effective intervention for many individuals
with autism spectrum disorders.” **

Occupational Therapy

According to the American Occupational Therapy Association, for children with
ASD, “occupational therapy can provide intervention that helps children to
develop.... The therapist aids the child in achieving and maintaining normal daily
tasks” though evaluation, interventions, and facilitation of tasks typical to the
child’s age.™

Speech Therapy

The AAP states that “people with ASDs have deficits in social communication,
and treatment by a speech-language pathologist usually is appropriate.™

Physical Therapy

ASD may result in various delays, including gross and fine motor skills. Children
on the spectrum may also have low muscle tone and/or poor coordination, any or
all of which can interfere with basic day-to-day functioning and/or physical
development. Physical therapists may work with individuals with ASD to ensure

xxii

development of basic motor skills, muscle strength, and coordination.
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§20-182(A[1f])
The level of public demand for insurance coverage of the treatment or service.

State L egislation

In contrast to Arizona, 19 states and the District of Columbia have enacted
requirements for some form of private insurance coverage for ASD, including CA,
CO, CT, GA, IL, IN, IA, KS, KY, ME, MD, NH, NY, OR, RI, SC (Ryan’s Law), TN,
TX, VA. Laws specifically requiring coverage of ABA-based interventions are
found in IN, MN (legal action), SC, and TX. Additional bills are pending in FL,
OH, OK (Nick’'s Law), MA, MI, and PA. Copies of any of these bills and/or
related statutory references are available upon request.

Case Law

In addition to state funding and laws both enacted and pending (see above),
several significant court decisions support the move towards private insurance
coverage for ASD. Specifically, see Kunin v. Benefit Trust Life Insurance Co.
(CA-1988), which established that, because autism has organic causes, it is not
a mental illness and so cannot be used as a basis for denying or limiting
insurance benefit. Also see Jacob Micheletti v. State Health Benefits
Commission (NJ-2007), in which the court ruied that state workers' health
insurance plans required coverage for a family member with autism, including
sessions of ABA-based therapy, occupational therapy, and speech therapy.

Arizona Organizations

in Arizona, every major autism organization is engaged in the effort to gain
private insurance coverage for the treatment of ASD. These organizations
include all of those listed as signers on the cover letter of this report, as well as
additional stakeholders. Among the signers of this report, many thousands of
Arizona residents are represented.

More generally, the level of demand for improved health coverage in Arizona is
apparent in recommendations made by the 90™ Arizona Town Hall on Health
Care in Arizona, which included the statement that “everyone in Arizona should
have access” to health care.™"

§20-182(A[1g])
The level of interest of collective bargaining agents in negotiating privately for
inclusion of this coverage in group contracts.

There is no known interest in collective bargaining agreements as generally
defined (that is, negotiation between organized workers and their employer or
employers). The proponents of this bill strongly assert that legislative action is
needed in order to effectively secure the intended coverage.
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THE FINANCIAL IMPACT

The attached report (see next pages) sets forth the information required pursuant
to A.R.S. §20-182 [2a-2¢]. This information was prepared by Reza Mohassessi
of Key Healthcare Concepts. Mr. Mohassessi is a member of the American
Academy of Actuaries, and his analysis is consistent with accepted actuarial
techniques, according to the requirements of A.R.S. 20-182(B).

As indicated by Mr. Mohassessi’s report, costs related to SB1263 are low, while
potential savings over the lifetime of individuals with ASD that receive adequate
intervention are significant. A 1998 study examined the cost/benefit relationship
of early intensive behavioral intervention treatment at varying levels of treatment
success.™" With a success rate of 47 percent for early intensive behavioral
intervention therapy (as determined by Lovaas, see above), Jacobson’s study
found that cost savings per child served are estimated to be from $2,439,710 to
$2,816,535 to age 55.

Table 6. Financial benefits at different levels of effeciiveness, age 355 years, per 100 children
served and per child served—Pennsylvania model
Inflatedyf 1996 3
Inflated total 1996 $ 1otal student student
At 20% normal range
20 norm range vs. partial effect 96,085,200 36,654,400 4,804,260 1,832,720
70 partial vs. minimal effect 72,520,910 28,984,130 1,036,013 414,059
10 minimal effect 0 0 0 0
Net 168,606,110 63,638,530 1,686,061 656,385
At 30% normal range
30 norm range vs. partial effect 144,127,800 54,981,600 4,804,260 1,832,720
60 partial vs minimal effect 62,160,780  24,843.540 1,036,013 414,059
10 minimal effect 1] 0 0 0
Net 206,288,580 79,825,140 2,062,886 798,251
At 40% normal range
40 norm range vs. partial effect 192,170,400 73,308,800 4,804,260 1,832,720
50 partial vs. minimal effect 51,800,650 20,702,950 1,036,013 414,059
10 minimal effect 0 0 0
Net 243,971,050 94,011,750 940,118
At 50% normal range
50 norm range vs. partial effect 240,213,000 91,636,000 1,832,720
40 partial vs. minimal effect 41,440,520 16,562,360 414,059
10 minimal effect 0 0 0
Net 281,653,520 108,198,360 [ 28165351 1.081984
Note: This table presents a comparison of financial benefits at different Tevels or rates of achievement of
normal skills or functioning achieved by EIBI, for people ages 3-55 years, ranging from 20% of children
achieving normal range skills or functioning (an assumed minimal rate) to 50% of children. At each level of
effectiveness, differing rates of normal range functioning, as well as partial benefit are estimated. Cosls are
?I‘;gswv:i i?l terms of the aggregate of 100 children served, and averages per person served, with inflation and in
QHArs,
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